Background: It has long been recognized that family and school are important influences on the growth and development of a child with a chronic condition. Despite this growing consensus, few investigators have looked at this relationship. Guided by the Family Management Style Framework (FMSF), the purpose of this qualitative study was to describe the perceptions of mothers of children with chronic conditions about family and school life.
Introduction
As a result of major advances in science and technology, improvements in the medical treatments for children with chronic conditions are being made at an astonishing rate. Researchers estimate that 10-30% of all children in the United States have a chronic condition [1] [2] [3] and 58% of students with chronic conditions routinely miss school days and 10% miss more than 25% of the academic school year [4] . Other studies indicate a positive association between family-school relationships and reduced school absences and student academic successes [5] [6] [7] . These relationships were found to be most effective when the goal was to address the ongoing needs [8] , foster collaboration and two-way communication among families and schools, and includes characteristics such as trust, commitment, respect and shared vision [9, 10] .
Family-centered care has become the gold standard of care for school age children with chronic conditions [11] and one of the major principles within this framework was a strong working relationship between the family and the school system.
The purpose of this study was to describe mothers' perspectives about school life within the context of their perception of their children with a chronic condition and the overall family management of the condition.
Materials and Methods
This analysis uses a qualitative descriptive design and a secondary analysis approach of data gathered from 41 mothers who were interviewed with the original purpose of identifying a range of information management patterns of families who have a child with a chronic single gene condition [12] .
The following study was approved by the University of Illinois at Chicago Institutional Review Board as a secondary analysis study.
Data from 41 mothers who were the primary caregivers of their children with either sickle cell disease (SCD) or cystic fibrosis (CF) were analyzed. The sample was solely comprised of Caucasian (n = 16; CF) and African-American (n = 25; SCD) mothers. Inclusion criteria were: a parent or family member described as primary caregiver involved in the everyday management of the child's care; parents spoke and understood English, and the target child with the chronic genetic condition was school-aged and within 2 years of their expected grade in school, was the oldest with the condition in the family if more than one child was affected, was biological for at least one parent, and attended a regular classroom setting. No limitations were placed on the sample in regard to demographics such as gender, race, ethnicity, socioeconomic status, and education.
To recruit families for the original study, arrangements were made with several facilities in a metropolitan area to assist in identifying and recruiting families that met the inclusion criteria. A letter describing the nature of the study was sent to parents from the clinic directors inviting them to participate in the study. Parents were also recruited either in person or by a member of the research team during a clinic visit. Those interested in participating in the study then contacted the original researchers to discuss the process further. Individual interviews took place in private, quiet settings, and were digitally recorded.
A semi-structured, in-depth interview guide developed from the literature was used in the original study to interview the mothers related to the three major components of the Family Management Style framework: Definition of the Situation, Management Behaviors, and Perceived Consequences to elicit responses related to how families access, convey, and use information [13, 14] . Mothers' demographic data included age, gender, ethnicity, educational level, socioeconomic level, relationship to child, genetic condition and status of each child, type of insurance coverage and religious affiliation.
Atlas.ti software provided support for the processing of qualitative data [15] . All interview transcripts were read through several times to gain a sense of commonly occurring themes. Using constant comparative analysis, coding categories and themes were developed following the guidelines outlined by Patton [16] . Categorizing of data that rose out of codes of all interview transcripts was conducted using the strategies recommended by Miles and Huberman [17] .Following Miles and Huberman, matrix displays were constructed to display thematically categorized data across mothers of children with SCD and CF. The use of matrices enabled the author to recognize patterns as they emerged from the data. The interview data about the mothers' perceptions about the family illness experience, how they viewed their child and their experiences with their child's school were extracted and brought together into one text, which constituted the unit of analysis. Each text was then divided into meaning units that were condensed, abstracted and labeled as new categories for the purposes of the current study.
Categorizing of data and identification of categories and themes developed in this study were descriptive in nature and grounded from the conceptual framework, interview questions, and interview data. In keeping within the guidelines for qualitative research, analysis of data continued until no new information was being generated. Quotes of actual mothers' experiences that illuminate the findings were indicated.
Results
This study provided a description of the themes based on mothers' perceptions when talking about school life with mothers of children with either SCD or CF. Identifying the themes that characterized the mothers' perceptions of the school experience was made possible only after describing the experiences that mothers of children with chronic conditions encountered with their children's school systems.
Analysis of the three codes (View of Child, School and Family Illness Management) from the original study provided the basis for development for the themes for the current study. The patterns of View of Child data were placed into four categories and then labeled according to how mothers described their children in each category. The identified categories are as follows: How mothers viewed their children (healthy or unhealthy); view of child as normal or different (normal or different); child's ability to participate in self-care activities (independent/dependent) and outlook on child's future (optimistic, realistic and pessimistic). Family Illness Management (FIM) data were placed into three categories. The categories are as follows: specific behaviors and strategies in which families participate in an effort to manage child's condition, spirituality and description of responsibilities/ division of labor. School data were categorized as the following: Communication between mothers and the school system (open/selective); resources provided to the child in the school system (resources/no resources), specific mothers concerns regarding child and school (concerns/ no concerns) and confidence in school personnel (confidence/no confidence).
View of child
Mothers considered four parameters when describing how they viewed their children. These parameters included the child's current physical health, the child's adjustment to the chronic condition, the child's participation in self care activities, and the mother's outlook on the child's future. How the child is "viewed" by the mother is commonly linked by mothers to how many hospitalizations the child has had and how healthy they currently are. Interestingly, many mothers often described their child as "normal" or "different" without being prompted. Another interesting finding of this study was that mothers want their children to feel normal even if they treat them differently (ie, give medications/treatments, restrict activities, etc.). One mother of a child who viewed her child as normal stated: "Our life doesn't focus around CF or the activities [related to managing CF]. We just get the other junk done so we can do what we wanna do [normal activities]."
Family illness management
Mothers relayed a wide range of family illness management strategies used to carry out and manage their children's chronic condition. The family illness management strategies included the use of specific management behaviors, spirituality and a description of responsibilities/division of labor within the family. The findings of the family illness management themes indicated mothers described a variety of strategies and behaviors used by the family to manage the child's condition in the context of the home. Two mothers indicated utilizing family illness management strategies that impacted the child in the school setting. One of those mothers stating moving the location of their residence and the other mother stated changing her job. The mother of a child with CF who moved residential locations stated: "We've moved because of a school district not handling, like his tube feedings and stuff. That kind of thing. So, we decided to move to a school district that would. Some schools have nurses, and therapists, occupational therapists and whatever but when he went into kindergarten the school had nothing. And he needs to have a nurse at school when he's there, and they didn't have one. And we said, well you need to get one, cause of IDP. And they said, well we're working on it but it never happened."
The mother of a child with CF who changed jobs reported: "I started working at the school when Alice started first grade so that I could give her pills every day…so I could watch Alice. I knew she had to take her pills." Both of these mothers chose the strategies mentioned above in order to ensure the child's daily health care needs were being met in the school setting.
School
There were four subthemes that emerged from the mothers' responses regarding the school situation: "Communication between mothers and the school system", "Resources provided to child attending school", "Specific parental concerns regarding their child and school" and "Confidence in school personnel". "Communication between mothers and the school system" indicates any form communication men-tioned by mothers when working with their child's school system. Mothers demonstrated two patterns for communication: Open and Selective. Further, mothers reported communication to be an important theme in the family-school relationship. One mother of a child with SCD illustrated her open communication with her child's school staff: "The teachers, the whole staff know about, the school staff, they all know about her illness. The principal, her teacher, and the nurse, and the secretaries in the office, they all know so when she gets sick, they'll call me and let me know. Or when she's out of school, I'll call them and let them know."
Mothers reported selective communication was used when their children were currently healthy and did not exhibit and obvious signs or symptoms of their condition. One mother stated, "We don't just go around telling everybody that they have CF. Right now, it's not a concern…When he gets older and gets into sports than I think they need to know."
"Resources provided to the child attending school" included resources such as the school nurse, individualized educational plans, 504 plans, special education classes, occupational or physical therapy while at school, tutoring provided by the school system, and other resources mentioned by the mother in the context of the school setting. "Specific parental concerns regarding their children and school" includes specific concerns that mothers stated they had regarding their children and their children's school system. These concerns included: absences, academics, peer and safety issues, communication, children using the condition as an excuse or to manipulate others and mother's concerns growing as their children grown older. Lastly, "Confidence in school personnel" is defined by the mothers as indications of the ability of the school staff to manage the health care needs of their children while at school including notifying parents of important issues with their children's status.
Overall, mothers used open communication with their children's school personnel. Mothers mentioned a variety of resources that were or were not available to their children while the child attended school and their decision in choosing whether or not to utilize these resources. Mothers stated concerns regarding the various ways in which absences due to the children's condition impacted their children. Other mother concerns included academics, peer and safety issues, communication, children using their condition as an excuse or to manipulate others and mothers' concerns growing as their children grow older. Mothers did not want their children to be treated any differently due to constraints of condition than the ways in which their children's classmates were treated.
In summary, upon examining the three themes on mothers' interview data (view of child, family illness management and school) the findings are as follows. The findings from the view of child analysis indicated that mothers considered the following four parameters when describing how they viewed their children: the child's current physical health, the child's adjustment to the chronic condition, the child's participation in self care activities, and the mothers' outlook on the child's future. The findings of the family illness management themes indicated mothers described a variety of strategies and behaviors used by the family to manage the child's condition in the context of the home. The findings of the school analysis indicated that "Communication between mothers and the school system", "Resources provided to the child attending school", "Specific parental concerns regarding their children and school" and "Confidence in school personnel" were factors that were important to mothers upon examining the child's school life.
Discussion
This study was directed toward advancing a better understanding of school life from the perspective of the mother of a child with a chronic condition. A primary contribution of this study is the consideration of the themes found to be important to mothers when interfacing with the school system of their children who have a chronic condition. In order to help families who have a children with chronic conditions meet their goals it is important to recognize and focus on the family as the unit of study.
The concept of normalization has been examined over the years and can be found in studies of families with children who have chronic conditions [18, 19] . In the current study, normalization is evident with respect to how and why mothers worked within the family and between the family and school system in an attempt to manage their children's condition. Examples of working within the family include encouraging children to become responsible for their selfcare activities in an effort to reduce health care deficits. An example of attempting to achieve normalization by working with the system is how mothers educated their children's school personnel and classmates on the condition in an effort to reduce negative sequelae (i.e., management of condition while children are in school and classmates are teasing child) that might stem from the children with chronic conditions such as SCD and CF. Children who had more restrictions tended to be considered different by their mothers. This study found no differences between how mothers of SCD viewed their children vs. how mothers of children with CF viewed their children.
The family illness management data was explored because it is thought that understanding the sociocultural context within which these families manage the multiple aspects of their child's condition will shed some light on the familyschool life. The family illness management results from this study specifically related to the management of the condition in the home and not in the school setting. The findings in this study also demonstrate that family illness management was dependent on age, support network and severity of the child's condition.
While this study contributes to the insight of familyschool relationships in families who have children with chronic conditions, as with all research studies, there are limitations that need to be addressed. Given the nature of the sample and sampling technique used, the study's findings cannot be generalized to all families who have a child with a chronic condition without further study. Furthermore, like the results of any secondary analysis, the conclusions drawn were constrained by the purpose of the original study. There was lack of data in mother's responses that directly related to the context of the school setting because the current study was a secondary analysis of the original data. The original study's purpose was to explore the families' management of the children's illness in the context of the home. Therefore, the focus of the management was not in the context of the school setting. In addition, in the current study all of the mother's responses found in the View of Child and Family Illness Management themes that specifically related to the school setting were unplanned or spontaneous responses. Despite this limitation, the data provided by the diverse sample of mothers were of sufficient quality to permit useful interpretation concerning the nature of the families working relationship with the school system. If we had a larger sample and we were asking my questions I may have been able to develop family-school working relationship patterns. Despite the limitations, the use of secondary data allowed a single researcher to conduct this study in a manner that was time-efficient and cost-effective.
A better understanding of the dynamics between schools and families who have children with a chronic condition, such as SCD or CF, allows for development of appropriate school-based programs. However, there are children who are diagnosed with a variety of other chronic conditions that are similar to SCD and CF in terms of their invisible nature. Among those illnesses are phenylketonuria (PKU), asthma, type 1 diabetes and hemophilia disorders. Future studies need to study these aggregates as well. In conclusion, nursing research of families has the potential to positively affect families in both school-based and health care policies and practice [20] . By identifying the variables that correlate with different levels of family functioning in families with children who have chronic conditions in the school system we will be better equipped to develop interventions specific to the needs of families.
This study raised awareness of the need for educational preparation of school personnel related to caring for children with chronic conditions while in the school setting. Such educational preparation may be in the form of assistive programs that facilitate a working relationship between the family and school system. In this study, educating the school system on the needs of the child with the chronic condition was usually completed by bringing in educational materials or holding meetings with the school administrators and/or teachers. A school program plan needs to be developed and implemented that provides both the school and the family with the necessary information and support needed to manage the child's health care situation during the time spent at school.
Many of the mothers indicated that having older children made management easier due to the child taking on more responsibility of his or her care. The mothers who indicated having past experiences with the same school system year after year indicated management was easier because they knew the teachers and this required less exchange of information regarding the child's condition.
Future directions in advancing research in the area of family-school relationships include research on how families simultaneously manage their children's chronic conditions in the home and in the school setting. Also important is the conduction of similar studies with families who have children with a variety of chronic conditions. Conducting similar studies with a variety of chronic conditions would examine whether the description of the family-school life translates to other chronic conditions that effect children. For example, using larger sample sizes of families of children with chronic conditions such as Marfan's syndrome, hemophilia and phenylketonuria would contribute to further testing the description of the family-school working relationship constructed in this study.
